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INTRODUCTION 


End-stage renal disease (ESRD) is the last stage of chronic kidney failure and is 
fatal if untreated. The treatments for ESRD are a transplant or dialysis. 


There are currently over 6,000 women and men in Ontario with ESRD and the 


number of ESRD patients has been increasing by about 10% a year. 


The Standing Committee on Social Development held hearings in April 1994 
under Standing Order 125 on an issue referred by Mr Jim Wilson (Simcoe West): 
"to review the commitment and level of priority that the Ontario government is 
placing upon dialysis treatment services in the Province of Ontario -- in light of 


the growing crisis that is overwhelming dialysis patient care in the province." 


We want to thank the specialists, consumers, health administrators and planners, 
and other witnesses who presented such a comprehensive picture of existing 
problems and such a clear sense of the changes needed to ensure equitable access 
to life-saving treatment for all Ontarians with chronic kidney disease. The 
evidence we heard indicates that dialysis treatment is operating at or over capacity 
across the province and that the situation is particularly strained in some areas. 
As a result patients may face delay in getting treatment, may be unable to receive 
‘the most appropriate form of treatment and may have to travel long distances to 


hospital. 


We make a series of specific recommendations to address various facets of the 
funding and delivery of dialysis treatment. But we also address more underlying 
and fundamental problems; the issue most emphasized by witnesses was the need 
for systematic and comprehensive long-term planning and we have come to see the 
potential of enhanced community-based provision of care to be both more cost- 
effective and more responsive to consumers’ needs. We have drafted these 
recommendations as a comprehensive and integrated package and we hope the 


Ministry of Health will respond in an equally comprehensive way. 


Kidney Disease 


Kidney failure can be either acute, meaning that the kidneys have been damaged 
suddenly and severely as a result of an accident, shock or certain drugs, or 
chronic, in which the kidneys have been destroyed gradually over months or 


years. Acute failure is generally reversible and function will likely be restored. 


Chronic failure is not reversible. Patients with chronic renal failure usually do not 
notice symptoms until they have lost about 80% of their kidney function. At this 
point the body cannot eliminate wastes adequately. The wastes, many of which 
are toxic, build up and poison the body and immediate medical attention is 
required. Primary causes of chronic renal failure are diabetes, glomerulonephritis 
and high blood pressure. The three treatments for chronic kidney failure are a 


“ transplant, hemodialysis and peritoneal dialysis. 


Dialysis is the process of cleansing or filtering the blood. The patient’s blood is 
passed on one side of a semi-permeable membrane while dialysis solution passes 
on the other side. The solution draws fluid and waste particles out of the blood, 
which pass through the membrane and are then washed away. Large particles 


such as blood cells remain in the blood. 


® Hemodialysis involves an artificial kidney machine; the patient’s blood is 
circulated and cleansed outside their body. A needle from the patient is 
attached to a hemodialysis machine which pumps blood from the body and 
keeps it moving through the dialysis membrane while wastes and fluid are 
being filtered out. Cleansed blood is then returned to the patient through a 
second needle. Patients generally receive three treatments per week, of 
three to four hours each time. 


e Hemodialysis can be provided in hospitals or other health care 
facilities by professionals. 


e In full sedf-care hemodialysis the patients are trained to prepare and 
adjust the dialysis machine, chart their progress and insert the 
needles. This also takes place in hospitals or other facilities such 
as satellite centres. In assisted self-care, staff will insert needles 
clean the machine, etc. 


° Hemodialysis machines can be operated by appropriate and 
specially trained patients themselves in their home. In addition to 
the machine, special plumbing and electrical installations are also 
required. This treatment is not suitable for most patients. 


e Peritoneal dialysis involves the continual removal of waste and excess fluid 
from the blood using the patient’s own peritoneal membrane (the 
membrane that lines the abdominal cavity). Dialysis solution is introduced 
into the abdominal cavity through a catheter. Waste products pass from 
the blood through the peritoneal membrane and into the dialysis solution 
through osmosis. The ‘used’ dialysis solution is periodically drained from 
the abdominal cavity and replaced with fresh fluid, usually four times a 
day. There are three methods: 


e Continuous Ambulatory Peritoneal Dialysis (CAPD) is a relatively 
easy to learn home therapy that offers continuous self-care dialysis. 
A person changes their own solution bag, four times a day at about 
half an hour each time. 


e Continuous Cycling Peritoneal Dialysis (CCPD) uses a cycler 
machine and dialysis usually occurs while a person sleeps. This is 
seen to have both. lifestyle and medical advantages, as the machine 
can be programmed to meet the patient’s specific needs. 


e Intermittent Peritoneal Dialysis (IPD) involves series of short rapid 
exchanges of dialysis solution and is usually done in hospitals. 
This generally involves patients who cannot manage CAPD or 
CCPD on their own, but who also cannot be treated with 
hemodialysis for medical reasons. Patients will generally visit the 
hospital three times a week for 10-15 hours each time. This is 
generally regarded as the most expensive and least effective method 
of dialysis. 


The Impact of ESRD on People’s Lives 


Advocates and consumers sought to illustrate the concrete impact of kidney 
disease on people’s lives. The Kidney Foundation argued that people with ESRD 


face "tremendous physical, psycho-social and financial burdens." 


e The time required for treatment interferes with normal living patterns. 


@ Patients often suffer fatigue, physical discomfort, anxiety and depression. 


@ Many people also face extraordinary costs related to chronic kidney 
ilIness: transportation to treatment sites, special equipment, and drugs not 
covered by hospitals, insurance plans or the Ontario Drug Benefits 
program. 


e The manager of Renal Services at the Kitchener-Waterloo Hospital also 
noted that people receiving hemodialysis are unable to travel, take 
vacations and undertake many other activities of daily life. 


Most fundamentally, once diagnosed, people must be on some form of 
replacement therapy for the rest of their lives and will face these significant 
problems continually. Dr. Blake, vice-chair of the Ontario Medical Association 
section on nephrology, reminded the Committee of the nature of kidney disease; it 
is fatal unless treated and the development of dialysis techniques has to be seen as 


one of the most important life-saving advances in modern medicine. 


THE EXISTING SITUATION 
People Living With ESRD in Ontario 


The number of ESRD patients continues to increase by about 10% a year; there 
were 4,194 in 1988 and 6,073 in 1993 (560 patients per million population). 
These rates of increase mean that there are about 10 new patients per week in 


Ontario. Of new patients, 38% are over 65 years old and 14% are over 75. 


® About 2,900 people, or about half of those with ESRD, are living with a 
kidney transplant. The transplant rate is higher in Ontario than the 
Canadian average and than Australia, the United Kingdom, the United 
States and France. There were 280 new transplants in 1993. There are 
currently 750 people on waiting lists and the median waiting period is 380 
days. 


# 1,950 people are receiving hemodialysis; 1,700 in hospitals and 250 in 
their homes or in self-care facilities. 


e 1,350 people are receiving peritoneal dialysis, 1,070 in their homes.? 
In comparison to other jurisdictions: 


e Ontario’s rate of dialysis treatment is slightly higher than the national 
average. In terms of immediate neighbours, the rate is higher than Quebec 
and lower than Manitoba. 


e Dialysis rates are much higher in Japan and the United States than Canada. 
For instance, since 1981 the United Sates accepted almost three times and 
Japan twice as many patients into dialysis programs as Canada. Canada’s 
rate is roughly comparable to a middle group of industrialized countries 
such as France, Belgium, Italy and France. Poorer countries have far 
lower rates of treatment. 


Increasing Numbers of Patients 


There has been steady increase in the numbers of people with ESRD in recent 
years and it is expected that this growth will continue. 


e Nephrologists (kidney specialists) told the Committee that the growth in 
the number of dialysis patients reflects an aging population, improved 
survival of patients with diabetes and high blood pressure, a low organ 
donor rate, and increasing patient survival because of medical advances. 


e Dr. David Mendelssohn, from the Toronto Hospital, noted that 
because of treatment improvements it is now considered beneficial 
for diabetic and elderly patients to receive dialysis. 


e ‘Dr. Blake stated that the main reason for the increase over the past 
five years in Canada is that elderly patients, who had previously 
been allowed to die, are being referred for dialysis. 


e Dr. Ted Toffelmire, a nephrologist from Kingston General Hospital, 
emphasized that the clear epidemiological trends have allowed the demand 
for dialysis treatment to be accurately predicted for years and that there 
should be no reason for surprise when capacity is reached. 


@ Similarly, Dr. Mendelssohn argued that because of the predictable growth 
of patients with ESRD and of the corresponding need for treatment, it 
should be easy to plan required services. 





1These statistics were provided by the Ministry of Health. The data in the following two 
paragraphs was provided by various witnesses. 


However, experts in the field were not optimistic that these clear projections 


would be acted on. 


e The Kidney Foundation argued that even though we know that the patient 
population is growing at 8-10% a year, there are currently no plans to 
expand dialysis services in Ontario. 


Access to Dialysis 


The key question is how well has the health care system been meeting these 
increasing needs? Many witnesses argued that dialysis treatment is at or over 


capacity throughout the province. 


e Dr. Mendelssohn stated that the optimum operating level for hemodialysis 
units should be no more than 85% of capacity to allow for emergencies 
and flexible scheduling. But all Toronto adult hospitals have been 
operating at over 100% capacity and the situation is getting worse. 


e The Kitchener-Waterloo Hospital has a new facility, but it is already at 
capacity and will soon be unable to meet demand from its region. 


e The Kidney Foundation reported that new centres at Orillia and 
Mississauga already are full and have waiting lists. 

Problems are particularly acute in the North. The federal Sioux Lookout Zone 

Hospital has a diabetes register of 1,000 Aboriginal clients from isolated northern 


reserves. It is predicted that in ten years the need for dialysis will be ten times 


greater. 
e Mae Katt from the Northern Diabetes Health Network identified the major 
barriers to obtaining dialysis treatment in the North: 
° lack of available services (and the problem is becoming more 
acute); 
e isolation from family and community when people have to travel 


for treatment; 


e cost, both for individuals and the health care system; 


° inability of many, because of lack of running water and storage 
space for fluids and equipment, to use home dialysis; 


e lack of specialists; and 


° distance for follow-up. 


Leading specialists argued that comparing Ontario to other jurisdictions indicates a 


significant gap in services. 


e Dr. Michael Singer from Queen’s University argued that, given their 
similar demography and prevalence of related conditions, the fact that U.S. 
rates of ESRD treatment are higher at all age groups, and much higher for 
the more elderly, indicates that Canada is not meeting the need. ~ 


e Dr. Toffelmire noted that New York state has double the number of 
patients receiving dialysis than Ontario. 


e Dr. Mendelssohn explained that since 1972 the United States government 
has been funding dialysis to ensure that everyone has access. As a result, 
it is one of the few diseases that can be fairly directly compared to medical 
care in Canada. The higher rates of dialysis in the US indicates a 
significant gap in access in Ontario and that the 10% yearly increase 
generally cited for the province may underestimate real need. 


Such comparisons have to be carefully made to take account of very different 


demographic and social structures and health care systems. 


8 Dr. Toffelmire stated that some, but not all, of the differences between 
countries can be explained by different transplantation rates. 


Impact on Medical Care 


The Kidney Foundation, nephrologists and other witnesses spoke of the many 


ways in which limited availability of dialysis affected quality of care. 


© Dr. D.N. Churchill told the Committee of a typical recent day at St. 
Joseph’s Hospital in Hamilton. Their capacity is 60 patients per day, but 
they had 67; machines had to be set up in rooms throughout the hospital. 
In addition, a further two patients were being considered for treatment. 


Fortunately, dialysis for these two was not required; the hospital would not 
have been able to provide it. Nor would they have been able to treat any 
further emergency patients. The result of this strained capacity is that 
planning takes place on a day-by-day basis and the spectre of not being 
able to provide treatment is a constant concern. In effect, this means that 
rationing has to take place. 


In some parts of the province patients cannot be offered a choice of treatments due 


to overcrowding. 


e Jagsarran Beechan of Scarborough testified that he was never given the 
option of choosing hemodialysis because of unavailability and that he has 
had to receive his treatment in hospital because he could not get training 
for home treatment. 


@ Dr. Mendelssohn spoke of many patients on peritoneal when they should 
be on hemodialysis were it available. In fact, Ontario has higher rates of 
patients on peritoneal and home dialysis that any other comparable 
jurisdiction. 


e Dr. William Clark spoke of how funding limits affect patient care in 
Victoria Hospital in London. Physicians do seek to ensure that all patients 
get treatment, but try to provide the cheapest form of treatment. This may 
not be the most appropriate course for the patient. 


In some cases people are waiting longer than is medically recommended. 


@ Dr. Robert Ting, staff nephrologist at Scarborough General, spoke of 
trying to keep his patients out of hospital as long as possible. This may 
not be in the best interests of patients; it is generally preferable to start a 
person on dialysis while still healthy. 


® Dr. McCready, director of nephrology at McKeller Hospital in Thunder 
Bay, said that patients are often referred only after they develop an acute 
crisis; at this point their prognosis is much worse. Earlier care is both 
more cost-effective, in that it allows for cheaper home and self-care forms 
of dialysis, and far better for patients. 


Similarly, patients are forced to receive peritoneal dialysis in hospital when 


training for home administration is unavailable. 


e Dr. Ting said 10-11 beds are occupied by people getting their peritoneal 
dialysis from nurses who could be trained to provide it themselves in a 
matter of days. Keith Speigelberg, executive vice-president at 
Scarborough General, stated that these beds represent a cost of $350,00 to 
$500,000. 


@ Mr. Beechan spoke of having to go to hospital in Scarborough six times a 
week because he cannot get into a home peritoneal dialysis training 
program at a downtown hospital. 


e The Kidney Foundation noted that not only is this more costly, but having 
to remain in hospital to receive treatment causes unnecessary disruption to 
employment and family life. 


When hospitals are operating at full or over-capacity day-to-day scheduling is a 


constant problem. 


© Dr. Mendelssohn explained that the day he appeared before the Committee 
his unit had to postpone six patients’ appointments to accommodate 
emergencies: "that’s playing a dangerous game of brinkmanship...we’ve 
started to see on a fairly regular basis complications arising because we’ve 
postponed somebody’s treatment for 24 hours." 


e Dr. Rabin from the Ottawa Civic Hospital noted that when patients often 
have to be rescheduled, units have to work longer hours. This can 
increase overtime costs which the hospital has not budgeted for. 


Transfers from one hospital to another are increasingly difficult. 


© Dr. Ting said Scarborough refers people to Oshawa for peritoneal training. 
However, Oshawa had reached their quota for the year by January and 
could not train any new people until after April 1. 


Most hemodialysis units have difficulty adjusting appointments to patients’ work 
schedules. Similarly, because most units can no longer accommodate visiting 
patients, it is impossible for people with ESRD to travel on business or for 


vacation. 
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Distance to Nearest Treatment 


Another effect of providing dialysis in a restricted number of centres, is that 
patients have to travel to receive treatment. A number of witnesses emphasized 
the costs, both financial and in terms of quality of life, of having to travel long 


distances to hospitals for dialysis: 


e Colleen Roth spoke of her 70 year-old father having to take the bus from 
Alliston to Toronto and a taxi from the bus station to Wellesley Hospital 
three times a week. Her father stated at a public meeting that he was 
giving up the struggle because he could no longer face this travelling. 


@ Dr. Toffelmire spoke of people having moved to Kingston from 
surrounding areas rather than having to drive long distances to the 
hospital. 

e Dr. McCready argued that distances are particularly great and the climate 


particularly harsh and unpredictable in the North. 


e Having to travel to distant hospitals is especially significant for 
Native people from small remote communities. Dr. McCready 
stated that many prefer to stay in their own communities and 
culture rather than leave; that is they choose to forego treatment. 
Dr. Toffelmire reported that several people in Moose Factory made 
the same decision not to leave for treatment and died. Mae Katt, 
from the Northern Diabetes Network, responded to the question of 
whether people were choosing not to leave for treatment: "I don’t 
think people are giving up on life... know that in many ways we 
get very despondent about having to be torn away from our 
communities and our families." 


6 Problems of distance are not confined to rural or Northern areas; many 
patients at the Kitchener-Waterloo Hospital have to travel 1 to 1 1/2 hours 
for treatment. | 


Working With Limited Resources: Rationing? 


Specialists stated that they are constantly in the position of having to juggle 
strained resources to meet increasing demand. But there are currently no 
standards for who should receive dialysis when availability is limited. Physicians 


attempt to ensure that every patient who can benefit receives treatment and when a 
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patient urgently needs dialysis, they try to make whatever arrangements are 


necessary. This can sometimes involve transferring patients from one hospital to 


another, rescheduling other’s appointments, etc. 


Nonetheless, do limited resources and the corresponding waiting lists in effect 


impose a form of rationing? Specialists in the field concluded that they do. 


Dr. McCready argued that the fact that the rate of treatment for chronic 
kidney failure is lower in Canada than in the United States and many 
European countries may reflect a hidden form of rationing. He stated that 
preliminary research indicates that family doctors and internists are not 
referring all elderly patients for consideration for dialysis, presumably 
because they are aware of overcrowding. 


Dr. Mendelssohn concluded that patients who could benefit are not being 
treated. He is aware of only anecdotal and indirect evidence of rationing. 
But there is a concern that if rationing is occurring it is at the point of 
referral. Doctors know that the Toronto hospitals are full so they only 
refer young healthy people, not elderly patients. 


Dr. Shimizu from St. Catharines noted that a survey of directors of 
dialysis units in the United States indicates that elderly people may be 
vulnerable to being rejected for treatment under conditions of scarcity. 


Specialists emphasized that an open public debate is needed on the issue of 
rationing. 


Dr. McCready argued that nephrologists are unwilling to act as arbitrators 
to decide who should or should not receive treatment. The government 
must decide if society can no longer afford treatment for all. 


Drs. Mendelssohn, Singer and Churchill argued that if the decision is that 
there must be rationing, explicit and publicly sanctioned standards can then 
be developed. 


Minister of Health 


The first witness to appear before us to discuss dialysis treatment in the province 


was the Minister of Health. The Hon. Ruth Grier stated that "people with kidney 


disease want dialysis within a reasonable distance of home. And they want 


treatment schedules that make dialysis available when they’re feeling well." 
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The Minister argued that comprehensive planning is vital to achieve these goals. 


Three key areas that must be a part of the planning process have been identified: 


e specific data collection, for example, tracking the numbers in early stages 
who do not yet need dialysis; 


e guidelines concerning dialysis treatment; and 


e guidelines for pre-dialysis care, such as information on diet, blood 
pressure and medication that can slow disease progression. 


An important direction is prevention, through the promotion of healthy lifestyles. 


A number of programs have been introduced to raise awareness about diabetes. 


For many who have ESRD the best option is a transplant, which can lengthen 
their life. Kidney transplants can also save considerable funds: the initial cost of a 
transplant is about the same as a year of hemodialysis. However, too few kidneys 
are available to meet transplant needs. Efforts have been made to increase organ 
donation, such as funding the Multiple Organ Retrieval and Exchange Program 


(MORE) which promotes donation and coordinates the transplant system. 
Ministry Initiatives 


The Minister stated that a three-phase $22 million expansion program has just 
been completed. In addition to this basic funding, the Ministry has added another 
$27 million of Life Support Funding to hospital operating budgets for ESRD 
services and $10.6 million for new equipment and renovation projects. At the end 
of 1988 there were 2,073 dialysis patients and in December 1993 the number had 
risen to 3,339, an increase of 1,266. But with increased spending, 1,400 more 
patients can now be treated. The Minister noted that "this means that we are 


actually staying ahead of the growth in patient numbers." 


The first goal of this expansion was to improve access in remote areas and 12 


satellite treatment facilities were established, mostly in the North. The second 


iS 


objective was to improve access in urban areas and new centres were opened in 
Orillia, Mississauga and Oshawa. A dialysis clinic was opened in Markham in 


January under the Independent Health Facilities Act. 


The Ministry has provided $100,000 to six District Health Councils to conduct a 
comprehensive review of the need for dialysis treatment.’ The Minister expects 
to receive the report of the Central East Regional Dialysis Committee by the end 


of the summer. 
Costs and Expenditures 


Dialysis treatment costs between $25,000 and $55,000 a year, not including 
hospital costs if patients are admitted. Related expenditures for ESRD include 
$16.0 million per year in physicians’ fees and $26.3 million per year under the 
Special Drugs Program. Costs of home care cannot be separated from total 
program costs and hospital costs are included in their global budgets, adjusted for 


volume. 


SUMMARY OF HEARINGS 


Basis of Existing Problems 


Why is it that the system has apparently been unable to keep up with the demand 
for dialysis and other treatment? Not surprisingly, witnesses addressed this issue 
in some depth. Many emphasized lack of planning and inadequate allocation of 


resources. 


oo . 

2The six DHCs that comprise Central East are Durham; Haliburton, Kawartha and Pine Ridge; 
Metropolitan Toronto; Peel; Simcoe; and York. The region contains 44.4% of the province’s 
population and both rapidly growing and sparsely populated rural areas. 
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The Kidney Foundation believes that: 


The lack of a comprehensive long-term plan for 
dialysis and transplantation services in Ontario 
combined with the steady growth of the renal failure 
population, ever decreasing transfer payments to 
hospitals, the Social Contract and cessation of Life 
Support payments in 1993-94 is placing increasing 
pressure on dialysis programs and is threatening the 
provision of high quality care for kidney failure 
patients. 


Dr. DeVeber, from Baxter Corporation, a major supplier of dialysis 
material, argued that the planning process "has been pretty tragic when 
you think there has really been no proactive planning or long-term 
planning. I really don’t think we have it now. What we really see is a 
reaction to crises and patchwork." 


Dr. Calvin Stiller from University Hospital in London argued that the 
organization and provision of ESRD care is balkanized with multiple 
institutional barriers to coordinated planning and delivery. 


One indication of this problem, as Dr. Blake noted, is that regional 
differences in rates of different treatment modalities are marked. 


Dr. Toffelmire argued that the goal must be to provide ESRD to all 
patients who need and want it, but that this is impossible with inadequate 
or unstable funding for hospital programs. Artificial caps or ceilings, 
especially in regions where only one hospital provides services, cannot be 
tolerated. 


Similarly, Dr. Churchill also argued that hospitals should not cap their 
funding to dialysis programs. 


Dr. DeVeber emphasized that a "progressively worse crisis " was 
developing; the numbers of patients needing treatment was increasing but 
funding was flat. 


A number of witnesses pointed to the structure of funding programs as important 


disincentives to better planning and delivery of care. 


Dr. Clark noted two problems with Life Support funding. First of all, 
amounts are based upon projections, and adjustments for the actual 
numbers of patients are not distributed until a year later. Thus, funding 
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always lags behind patient growth. Secondly, ESRD is one of several 
conditions covered under the Life Support programs. These different 
programs are balanced against each other in a hospital’s allocation; when 
other components are down, they are netted out against the growing ESRD 
needs. As a result ESRD funds are not adequate to cover the real growth 
of services. 


e Ms. Nancy Abbey, business development manager with Baxter 
Corporation, agreed that dialysis suffers from being lumped with the other 
components in Life Support programs. A further significant problem is that 
there are no measurement tools to ensure dollars allocated to hospitals are 
actually spent on dialysis. 


e Dr. Churchill noted that the OMA Tariff Committee had recommended 
reducing physician’s fees for transplantation. 


e Jackie Archibald said that some patients have to pay the costs of nursing 
care for home hemodialysis themselves while others are covered through 
hospitals. 


Witnesses were asked if there are other limitations on the ability of the health care 


system to ensure access to Car e? 


e Dr. Toffelmire noted that one is the lack of trained nephrologists. 


6 More broadly, Dr. McCready found that general cutbacks, such as to 
operating room and intensive care budgets, adversely affect kidney patients 
who are among those most in need of medical attention. 


& He also argued that recent changes in the Ontario Drug Benefits program 
have had adverse consequences for kidney patients. 


e The ODB has been removing various medications that it considers 
inessential from its formulary, meaning that their cost will not be 
covered for those on the program. For example, calcium 
carbonate, which the ODB sees as a nutritional supplement, is vital 
treatment for the prevention of renal bone disease for dialysis 
patients. Dr. Rabin also argued that vitamins and calcium must be 
put back on the formulary; these are essential treatments for kidney 
patients, not supplements. 


® The ODB was considering delisting erythropotin, used to treat 
anemia of kidney failure, and cyclosporin, used to prevent 
transplant rejection. Intense lobbying by the Kidney Foundation 
averted these cutbacks. 
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Action Needed 


The key question for many witnesses was what is to be done to improve access to 
vital treatments? Some of their recommendations had to do with improving the 
availability of dialysis services. Others were geared to reducing the pressure on 
existing dialysis services by increasing the number of transplants performed, 
greater use of cheaper home and self-care forms of dialysis, and encouraging 


more cost-effective modes of delivery such as satellite units and clinics. 
Comprehensive Planning 


The Kidney Foundation believes that access to high quality care for all can best be 


achieved by proper regional and provincial planning. 


e To that end, it has participated in the Working Group on Renal Services, 
an umbrella group of consumers, allied health professionals, nephrologists, 
Ministry staff, hospital officials and others. It is working to develop 
province-wide standards on care, prevention strategies, and policies on 
transportation and other issues by the end of the year. 


e The Foundation has also been working in the Central East Regional 
Dialysis Committee, established to plan services for the Greater Toronto 
Area and surrounding regions by the six local District Health Councils. 
The Foundation and other witnesses were greatly concerned that this group 
has yet to begin its deliberations. 


The Central East Regional Dialysis Committee explained that because this is a 
new exercise in regional planning for DHCs, the initial ‘planning for planning’ 
and preparation has taken some time. It argues that regional planning is 
particularly appropriate in the case of dialysis: the demand for services crosses 
jurisdictional borders; patients require access to tertiary services; and economies 
of scale can be achieved through shared planning. And, of course, access to 


dialysis had been identified as an issue in all six DHCs. 
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The Committee outlined the process it will follow in developing its assessment and 
report for the Ministry of Health on dialysis services in the area surrounding 
Metro Toronto. The steering committee of the Planning Group is comprised of 
consumers and caregivers, DHC representatives and institutional and community- 
based providers. The technical committee will have leading nephrologists and 
other experts on it. The process will emphasize extensive consultation with 


stakeholders. The report is expected to include: 


e analysis of the population requiring dialysis; 

e determination of the resources needed to meet population needs; 

e analysis of existing services and their current success in meeting needs; 

e development of alternative courses of action and identification of preferred 
options; 

@ recommendations for service linkages, rationalization and reallocation of 


resources between organizations and sectors; and 


@ recommendations for implementation and evaluation. 


Planning Into Action 
Witnesses expressed some concern about these planning projects: 


& Dr. DeVeber of Baxter Corporation hoped that there would not be 
duplication between the two planning studies underway. 


e ‘Dr. McCready argued that the challenge will be to ensure that appropriate 
resources are allocated to implement their recommendations. 


& Similarly, Ms. Abbey thought the various planning projects underway have 
important potential, but planning has to turn into implementation. 
Planning will show that more money is needed; where will it come from? 


The task of these planning projects is to develop policies and programs to address 
the inability of the health care system to meet demand for dialysis and related 


services both immediately and in the future. But there also needs to be 
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mechanisms in place to ensure that the delivery of treatment remains well planned 


and coordinated. 


e Ms. Abbey noted that the pattern has been to reach a crisis and then begin 
planning. It would be better to plan first. 


e Dr. DeVeber argued that the government should look at the experience of 
B.C. and Nova Scotia and establish a government agency to coordinate and 
provide dialysis. Ms. Abbey pointed to some of the unique features of 
these models: : 


e British Columbia has a Renal Council which acts as an advisory 
and strategic planning body. B.C. also has a coordinated network 
of small dialysis centres and a patient registry where they can track 
all those who will need dialysis. 


e Nova Scotia has a centralized budget for home dialysis throughout 
the province (and Prince Edward Island). 


Regional Planning 


A number of witnesses argued for regional planning and spoke of local or regional 


planning projects that they had been involved in. 


e Dr. Churchill argued that strategic planning should be on a regional basis. 
@ Ms. Abbey called for exploring the option of regional dialysis budgets. 


e St. Joseph’s Hospital carried out a local Strategic analysis when it became 
Clear that their dialysis care was reaching capacity. They analyzed the 
demographic distribution of their patients, age specitic disease and 
mortality rates, and net transplantation rates to project the dialysis 
population that they would need to accommodate. 


@ Ministry and local health professionals had been aware of problems faced 
by the Southwestern region in meeting demand for dialysis for some time. 
Dr. Clark described a consultant’s report prepared for the Ministry in 
1990. 


e It recommended more hemodialysis Stations; there were 51 in 1990 
but no new stations since. Facilities in the region are now at their 
optimum capacity. 
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2 It called for an increased rate of transplants. The rate has 
declined. 
e In line with the report’s recommendations, there has been a 


considerable increase in out-of-hospital dialysis: a doubling of 
patients on self-care and tripling on peritoneal dialysis. 


@ Dr. Clark emphasized that an accurate patient registry was needed to be 
able to plan services by region. 


@ He also recommended comprehensive local planning and program 
administration which would include patients as well as the relevant 
professionals. 


Long-Term Solutions and Immediate Actions 


Witnesses addressed a broad range of long-term solutions: increasing rates of 
transplantation, enhanced preventive treatment and health promotion strategies, 
research, etc. (Summarized below). But many also stressed that even the most 
effective long-term changes did not take away from the need for immediate action 


on a number of fronts. 


e Dr. Blake noted that preventive strategies such as better control of diabetes 
may have a long-term impact, but will not provide an immediate solution. 
He stressed that there is no escape from the need for increased funding for 
dialysis. Incentives to hospitals to have more patients on self-care 
modalities should be built in. 


Several witnesses were concerned that the planning projects would delay the 


changes urgently needed. 


a The Kidney Foundation argued that the Ministry of Health must not use 
- the excuse that they are waiting for the recommendations of these planning 
groups to delay decisions. The Ministry must immediately put in place an 
interim plan to ensure availability of adequate dialysis capacity to meet 
current needs. Not acting will ultimately have increased costs as patients 
wait longer for treatment, resulting in longer and more frequent hospital 
stays, more medical intervention and poorer prospects for rehabilitation. 
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e Dr. McCready emphasized that there must be short-term expansion of 
services in areas of extreme overcrowding such as Toronto. Deferring 
such expansion until further needs assessment can only deepen the crisis. 


e Similarly, Dr. Stiller called for more dialysis stations: "You cannot say to 
the patients who are currently facing dialysis -- ‘We’re not going to give 
you dialysis’ -- because, frankly, we’ve known about this problem for the 
last five years. We had the opportunity to provide for it." 


e Representatives from the Central East Regional Dialysis Committee stated 
that recent meetings of hospital administrators had been told that there 
would be one-time funding for the next fiscal year to address immediate 
problems. . 


Health professionals and consumers and their families made a number of specific 


recommendations for immediate expansion: 


® Jackie Archibald, Colleen Roth and Isabelle Bates called for a satellite 
centre in the South Simcoe area; travelling to Toronto three times a week 
by car or bus is intolerable. 


e Hospitals in Scarborough proposed to establish a regional dialysis program 
based in Scarborough General Hospital. It would offer a comprehensive 
range of services including a 15 station hemodialysis unit, a CAPD 
program including training, and ten backup beds for those requiring acute 
treatment. 


e At the moment, people are forced to remain in hospital on CAPD 
because they cannot get into hemodialysis at the downtown 
hospitals. This is a very ineffective use of hospital resources. With 
funding, the hospitals could offer training for patients to undertake 
CAPD at home. 


Funding Mechanisms 


e __—Dr. Clark called for growth funding to be designated for specific 
programs. 


® Dr. Churchill recommended special funding mechanisms for home 
hemodialysis equipment and peritoneal cyclers to encourage these 
modalities. 
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Innovations in the Delivery of Care 


© Kingston nephrologists measured patient health to determine what factors 
promote patient functioning and well-being and examined why those in 
self-care were having better health outcomes than hospital-based patients. 
On the basis of this research and the wider medical literature they 
identified three key things that must be done: 


° optimize nutritional status; 

e attend to and treat co-morbidities such as heart disease, diabetes, 
etc.; and 

° develop an active rehabilitation program which promotes patient 
control and autonomy, and maintains employment and physical 
activity. 

e To achieve these goals, the following is needed: 

° sufficient dialysis equipment and facilities, emphasizing self-care; 

e adequate numbers of health professionals; and 

° related professionals such as dieticians, social workers and 


occupational therapists. 


More Cost-Effective Treatment 


Witnesses pointed to various non-hospital forms of dialysis which are cheaper to 
deliver: home hemodialysis in which the patient has a machine in their home for 
self-administered care, self-care hemodialysis where patients also play a more 
active role in their own care in satellite centres or other less intensive facilities, 
and peritoneal dialysis where patients also perform their own procedures. These 


forms of care, where appropriate for the patient, can be more cost-effective. 


@ Dr. Mendelssohn cited data that home dialysis is cheaper and Dr. 
Toffelmire noted that the costs of a home hemodialysis machine are 
covered within 12 to 18 months. 


& CAPD is less labour-intensive and cheaper than hemodialysis and can 
therefore be a source of savings. Dr. Mendelssohn stated that 50% of 
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patients in Toronto do home peritoneal dialysis; the provincial average is 
about 1/3. 


e The Baxter Corporation, who manufacture cycler machines for peritoneal 
dialysis, has estimated the cost per patient per year of the various 
techniques (these estimates do not include costs of hospitalization resulting 
from infection or other complications, or the cost of training): 


° hemodialysis costs $42,197; 

° self-care hemodialysis costs $30,172; 
° CAPD costs $21,150; and 

e CCPD costs $25,994. 


On the other hand, Dr. Rabin urged caution when comparing the costs of 
the different types of care; figures for peritoneal dialysis generally do not 
include hospitalization costs, but these can be significant when people get 
sick on peritoneal and have to switch to hemodialysis. 


e Nonetheless, most specialists did see significant cost differences between 
treatment modalities. Ms. Abbey of Baxter Corporation noted that while 
there are many figures on the costs of the different modalities, they 
consistently show the same relative patterns. 


eo. Dr. DeVeber, also of Baxter Corporation, presented information on the 
further advantages of cycler peritoneal dialysis for patients: 


° A significant number of patients have technique failure on CAPD. 
Because cycler machines can be tailored to the individual patient’s 
needs, people who are not getting enough dialysis on CAPD can 
successfully use the technique. 


e Anyone who qualifies for CAPD would also qualify for CCPD. 
Many consumers prefer the CCPD process because it interferes far 
less with their lives. 

° The machines have become cheaper and far more portable. 


Witnesses also spoke of barriers to more people choosing non-hospital forms of 


dialysis and being able to sustain them. 


e Dr. Churchill identified several barriers to people doing home 
hemodialysis: the machine takes up space and requires adaptations in the 
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home, providing assistance puts pressure on family caregivers and less 
advanced machines. and membranes are generally available for home 
treatment. 


e For self-care hemodialysis, there are people who are medically stable and 
do not need the intensive nursing of hospital hemodialysis units, but need 
assistance with machine set-up and needle placement or do not have the 
physical or cognitive skill to participate fully in their care. 


Having identified these barriers, witnesses offered various suggestions: 


e St Joseph’s had established a Progressive Care Unit offering a spectrum 
from total to self-care. 


é Similarly, Dr. Blake argued that modified forms of self-care should be 
considered, with more staff and assistance for patients than existing self- 
care, which many patients find very difficult, but less than hospital-based 
hemodialysis, with resulting savings. 


e Baxter Corporation is submitting a proposal to the government to fund a 
- non-profit initiative to provide training and support services to home 
dialysis patients. ) 


Other sites, such as satellite units and independent health facilities, may also offer 


potential savings. 
Satellite Dialysis Centres 


e Dr. Toffelmire reported that the Kingston General Hospital established a 
satellite unit in a Belleville shopping mall in December 1993. It is cheaper 
than hospital-based dialysis and can offer more flexible scheduling to 
patients. Initial research indicates that the health status of patients who 
shifted to the Belleville satellite from Kingston General improved. 


® Innovative ways of providing care have been developed out of necessity in 
the North. For example, Sudbury Laurentian Hospital has outreach sites 
in five locations. Adults starting on dialysis stay in Sudbury for two 
weeks and are then followed in the outreach sites. Satellite centres have 
been well received by clients and caregivers and there have been better 
outcomes and compliance. 


& Dr. Rabin outlined an example of a local solution in the Ottawa region. 
When available spaces became filled in Ottawa hospitals, it was determined 
that many patients were coming from the Ottawa valley. A unit was 
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established in Renfrew Hospital and proved both extremely successful in 
meeting demand and popular with local communities. 


e The Kitchener-Waterloo Hospital operates satellite units in smalle 
community hospitals. 


Witnesses had noted the anomaly of a patient having a hemodialysis machine in 
their home sitting unused for much of the time while another patient in the same 
small town has to travel long distances to hospital. Can these seeming 


contradictions be addressed? 


e Alberta relies on satellite units in small towns, with very minimal staff to 
help people get hooked up to the machines. 


Clinics Under the Independent Health Facilities Act 


e Dialysis Management Clinics argued that its private dialysis clinic, under 
the Independent Health Facilities Act, costs less than hospitals to operate, 
is faster and cheaper to establish, and offers more responsive care for 
Stable patients. This also allows patients to receive care in their home 
communities. Because they do not have to deal with the acute crises that 
hospital nurses do, clinic nurses are able to spend more time on preventive 
care with their patients. 


e DMC are interested in opening facilities in other communities. 
The optimal number of patients for a clinic is between 12 and 20. 


e Dr. Rabin called for exploring whether independent health facilities 
could provide more care for stable patients, leaving the tertiary 
hospitals to concentrate on the more complex cases. 


° On the other hand, Dr. Blake argued that we must ensure that any 
new dialysis clinics maintain excellent standards of care. There 
has been concern that profit-making facilities in the United States 
do not maintain adequate standards. 


Alternative Sites in Context . 


Some witnesses argued that these other sites cannot be seen in isolation from the 


need for comprehensive services in hospitals. 


DRS 


e Dr. Ting, for example, emphasized that clinics and satellites need a base 
hospital to which they can send patients if they develop problems or 
complications. He noted that when patients are first started on dialysis it 
is impossible to predict if they will remain stable. 


e Dr. Rabin noted that when the Ottawa hospitals saw that they were getting 
many patients from the upper Ottawa Valley, in addition to the dialysis 
unit established in the Renfrew hospital, they also set up a clinic to 
identify patients quickly and begin early treatment to prevent progression 
to ESRD. 


Specialists cautioned that these different settings or forms of care are not 
appropriate for all patients. In general, only the most stable and self-motivated 
are eligible. In other words, we cannot assume that large numbers could be 
shifted to the cheaper forms of treatment or that the demand for hemodialysis will 


be reduced significantly, certainly not in the short-term. 


e For example, Dr. Blake agreed that it is cost-effective to maximize the 
numbers on self-care hemodialysis or peritoneal. However, at present 
40% of patients are not capable of doing these forms of self-care dialysis. 
It is particularly important to select patients carefully for the various 
‘ modalities so they do not have to be switched early in their treatment. 


e He also stressed the differences in training required. Peritoneal dialysis is 
fairly simple; people can be trained in two to ten days. Self-care 
hemodialysis is more complex; it takes 4-6 weeks to train, and even longer 
to train for hemodialysis in one’s own home. 


e Dr. McCready noted that many who do well on peritoneal may have to be 
transferred to hemodialysis either temporarily or permanently because of 
recurrent abdominal infection. Only 50% of patents are still on peritoneal 
dialysis after five years, versus 75% for hemodialysis. This means that we 
can expect more and more people to need hemodialysis despite the growth 
of home peritoneal programs. Dr. DeVeber noted that others drop out of 
CAPD because they do not want to continue with the routine of changing 
their solution bags four times a day, at a half-hour each time. 


a Dr. Mendelssohn noted that the average age of patients has increased from 
51 in 1981 to 57 in 1992. Generally, as people age they are less able to 
do self-care and this may limit the numbers who can do home or self-care 
dialysis. 


e Similarly, not all patients have the kind of living conditions required for 
home care. For example, Ms. Katt explained that lack of running water 
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and storage capacity for fluids in many Northern homes meant that home 
hemodialysis and CCPD are not possible. 


More Efficient Use of Existing Resources and Techniques 


Witnesses argued for a number of measures that would make more efficient use of 


existing resources. 


® Dr. Rabin suggested that hospitals could: 


e use overnight dialysis -- this would increase labour costs, but make 
better use of existing capital facilities; 


° use technicians rather than Registered Nurses; and 
° have physicians order less tests and drugs. 
@ __ Dr. Shimizu also outlined possible strategies to reduce costs: 
e Train and use nurse practitioners more extensively; 
° Institute bulk purchasing on behalf of all dialysis units in Ontario. 


Standardization of equipment and related issues could be 
established by a working group of providers and consumers. 


e Dialyzers are generally used only once in hemodialysis, but can be 
reprocessed. A review of the literature concluded that five uses 
could save $3,629 per patient per year. 


e However, Ms. Abbey from the Baxter Corporation noted 
that they label their dialyzers as single-use. Because they 
have no control over reuse procedures, they cannot 
guarantee subsequent quality. 


Transplants 
One key direction identified by many witnesses is to increase the numbers of 


kidney transplants; this would reduce the numbers of people needing dialysis and 


take immediate pressure off available services. 
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Dr. Edward Cole is director of renal transplantation at the Toronto Hospital. He 
highlighted the quality of life benefits for patients: more independence, improved 
feelings of well-being, increased return to work force and the possibility of having 
children. There can also be substantial cost savings; the cost of transplants is 
approximately $40,000 the first year and $7-10,000 yearly thereafter, versus $30- 
40,000 per year for dialysis. And, of course, transplants open up dialysis slots. 


However, transplants will not eliminate the need for dialysis. Dr. Stiller noted 
that the transplant success rate is 80% and the annual loss rate is 2 1/2%. After 
ten years, 40% of transplants have failed and patients have to go onto dialysis or 
some other ESRD treatment. Nor is transplantation appropriate for all: there are 
contraindications such as other serious disease and there are operative and drug 
reaction risks. Dr. Blake stated that two-thirds of patients are not suitable for 
transplants. Nonetheless, far more transplants could be performed than are 


currently. 


According to Dr. Cole there were 72 living transplants and 239 cadaveric 
transplants (from people who died suddenly) in 1993. Living transplants have 
been increasing, while the number of cadaveric has fluctuated, but is down from 
278 in 1991. There were 972 patients waiting for transplants at the end of 1993 
and the average waiting time was approximately two years. The problem of 


dialysis overcrowding is exacerbated by these waiting lists. 


Dr. Calvin Stiller, Chief ofthe Multiple Organ Transplant Service at the 
University Hospital in London and co-chair of a 1984 Ministry of Health task 
force on organ donation, argued that the health care system has failed to ensure 
that enough kidney transplants are performed. He stressed the significance of this 
failure: every kidney lost from transplantation costs $45,000 per year in dialysis 


and “more importantly, it fails to release a patient from the prison of dialysis." 
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Policies to Encourage More Organ Donations 


e Dr. Stiller saw several ways to increase the numbers of living donations. 
A very high proportion of family members could be compatible donors for 
a person who needs a transplant. Physicians and hospitals have to take on 
the responsibility of informing every patient of the possibility of living 
donations. Because it is easy to predict patient progress those who could 
benefit from donation can be readily identified. At that early point, the 
patient and family members could be counselled on the risks and benefits 

of living donation. Ifa health system as disorganized as the U.S. can 

achieve far higher transplantation rates in some regions, then Ontario 
should be able to. 


e A vicarious donor pool involves people donating organs to a pool 
from which non-family members can draw. For example, a person 
wants to donate an organ to a family member but they are not 
compatible. The person can donate an organ in the expectation that 
their relative will be able to draw on the pool. Other people in the 
same situation donate into the pool, and those who need transplants 
are able to get compatible organs. 


e Dr. Churchill noted that St. Joseph’s has an aggressive program to 
encourage living donations, from emotionally as well as 
biologically related people. 


Dr. Stiller believes that the numbers of living donations could be 
multiplied five times with these types of policies. If this was so, 
transplants could be provided for one-third of all who need dialysis. 


@ In terms of cadaveric donations, Dr. Stiller argued that the primary 
problem has been lack of leadership. Hospitals do not track possible 
donors and there is no advocate for increasing transplants. Further 
problems are disincentives in hospital and physician funding, limited 
patient education on their options, lack of funding for counselling 
regarding transplantation, and a lack of clear responsibility for guiding 
patients through transplantation. All of these institutional barriers need to 
be removed. 


& A task force could develop a plan within six months that will encourage 
increased organ donation and develop an organ pool system. 


e Dr. Cole argued that the government has an important role to play in 
encouraging organ donations by: 
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e continuing to fund Life Support programs; 


: fostering public education so that people are aware that the care 
received by seriously or fatally ill individuals will not suffer if they 
are being considered as potential donors; and 


° continuing to fund cyclosporin, a drug that is crucial to successful 
transplants. 


e The Multiple Organ Retrieval and Exchange program (MORE) outlined its 
initiatives: a computer matching system, physician education and regional 
coordinators to assist hospitals with organ donation procedures. They 
predict a 10% increase of organ donation in the next 12-18 months as a 
result. 


Presumed Consent Legislation 


Drs. Mendelssohn, Cole, Stiller and other witnesses argued for legislation for 
presumed consent: when people do not sign their drivers licenses indicating 
otherwise, it would be assumed that they have consented to making their organs 


available. 


e Dr. Cole noted that this has improved donor rates in Austria and Belgium, 
but it has not worked at all in France. While the benefits of such 
legislation are pragmatic, there have been significant philosophical 
concerns raised. Some feel the loss of individual rights is significant. 


@ Dr. Stiller called for research on presumed consent in a well-designed pilot 


project. 
& MORE is examining the issue of presumed consent legislation; they view 


results in other jurisdictions as mixed. The Law Reform Commission of 
Canada recommended that the existing express consent model be retained. 


8 MORE has requested that a person’s directions in regard to organ donation 
be included on health cards; while drivers licenses are not always retrieved 
upon admission to hospitals, health cards always are. 


e MORE also outlined the concept of ‘mandated choice’, in which an 
explicit choice has to be made on the appropriate documents regarding 
donation. 
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Funding Mechanisms for Transplants 
Several witnesses called for funding changes. 


e Dr. McCready pointed to the recent increase in organ donation in Quebec 
which followed the provision of financial payments to hospitals who 
identify and retrieve organs for transplantation. MORE noted, however, 
that of the $4,500 paid back to hospitals for retrievals, $2,000 is for 
irrigating solutions. This is already covered in Ontario by donor 
coordinators. They also stated that while there was a significant one-year 
increase, a sustained increase would need to be demonstrated. 


e Dr. Churchill noted that the Ontario Medical Association’s Tariff 
Committee had recommended cutting physician’s fees for transplantation. 
He called for this recommendation to be reviewed, arguing that incentives 
rather than disincentives for organ transplants are required. 


Other Directions 


e Dr. Clark called for a consensus conference on optimal treatment rates, 
methods, how to increase organ donation, etc. 


e Dr. Shimizu argued that providing better access to preventive and early 
treatment in Aboriginal communities will have immediate costs, but will 
lessen the greater costs of more intensive disease and treatment. It may be 
better to establish clinics on reserves where nurses could go in to provide 
thrice weekly dialysis or train a local person who would be supported by 
phone consultation and regular visits. 


® The Northern Diabetes Health Network argued that barriers to access in 
the North can be addressed by improved preventive programs, screening 
and early treatment for people with diabetes; improved services for 
Aboriginal people; culturally and language appropriate services for 
Aboriginal and Francophone people; improved access to specialists; and 
more treatment spaces, especially at satellite centres. The Ministry should 
renew the mandate and funding of the Network. 


e The Baxter Corporation is exploring a physician education teleconferencing 
program on renal failure, referral, etc. 
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Research 


e Dr. Stiller argued that research is vital to better means of preventing 
kidney disease. One of the more promising directions is how best to treat 
and prevent diabetes; another is chronic organ rejection. He emphasized 
the dismal overall record of Canada and Ontario in health care research. 


e Dr. Clark also stressed the importance of well supported research into the 
prevention of renal failure. With such research he expects a 50% 
reduction in diabetes patients entering ESRD in ten years. 


CONCLUSIONS AND RECOMMENDATIONS 
Access to Treatment 


The critical problems identified in our hearings were: 


e lack of comprehensive and systematic planning; 
e patients may face delay in getting treatment; 
e others may not be able to get the optimum treatment for their situation or 


the treatment they would prefer; 


e patients are forced to receive treatment in hospital when training or 
services for home dialysis are unavailable; 


e many have to travel long distances for treatment; 

@ patients face many direct costs for drugs, travel, nursing care in the home, 
etc.; and 

® - existing treatment resources may not be being used in the most cost- 


effective way. 


These problems are of great concern to nephrologists; they can have an adverse 
effect on individual prognosis and require constant juggling to provide treatment 
for those who need it. Just as fundamentally, these problems can have a 


significant effect on the quality of life of people with ESRD. 
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The Committee did not hear evidence of people being denied life-saving treatment, 
in the narrow sense of nephrologists turning people away. In fact, it is clear that 
nephrologists go to extraordinary efforts to accommodate patients in hospitals that 
are at or over capacity. But are patients being denied treatment in the broader 
sense of rationing of scarce treatment resources? Specialists told us that while 
there has been no research directly documenting that rationing is taking place, 
they are aware of anecdotal evidence; for example, of elderly or particularly ill 
patients not being referred to them. Many witnesses did stress that, whatever the 
situation is now, there certainly will have to be rationing if services are not 


expanded to keep up with the growing numbers of people who require treatment. 
Comprehensive Planning 
Coordinate Current Planning Studies 


The Committee is concerned that two broad planning processes are underway 
simultaneously and that the Central East Regional Dialysis Committee may 
duplicate the work of the Working Group on Renal Services. The latter project 
was initiated by the Kidney Foundation and is expected to produce a draft report 
by September and final report by the end of 1994. Every effort must be made to 


ensure that these two projects are properly coordinated. We recommend that: 


1 The Ministry of Health respond to the Standing Committee on Social 
Development within 30 days on how it will ensure that adequate 
coordination takes place between the Central East Regional Dialysis 
Committee and the Working Group on Renal Services. 


We do not intend to tell the Central East project how to conduct their study. But 
we sincerely hope that they will work to avoid duplication and overlap with other 
efforts. We particularly hope that they will draw on analyses already done and 
not try to ‘reinvent the wheel’. The Working Group project is nearing completion 
and the Central East study should draw on the data they have collected and the 


conclusions they have drawn. The Central East group should also examine other 
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regional analyses of how to best meet the needs of people with ESRD, such as the 


1990 consultants report on the Southwestern Region. 


The Committee is concerned at the delay in beginning the Central East project; it 
was announced by the Minister on October 29, 1993, but did not hold its initial 
meeting until April 15, 1994. This delay could reflect the government’s failure to 
assess the workload and capacities of DHCs before assigning new planning tasks. 
It may also be that DHCs, even in regional combinations, are not the best vehicle 
_ for planning in highly specialized tertiary areas such as cardiac, cancer and kidney 


care. We recommend that 


2 The government take into account the resources and capacities of 
District Health Councils to conduct complex strategic planning before 
assigning new projects to them. 

Similarly, DHCs are designed to mobilize broad-based community support for 

local health promotion strategies and to initiate extensive and representative 

consultation. This focus means that they may not be the most suitable means of 


planning on urgent issues. We recommend that: 


3 The Ministry of Health explore other planning models for particularly 
urgent and complex issues. 


While we applaud the volunteer efforts of DHCs, we believe our concerns about 
the responsibilities and tasks being assigned them are significant. It may be that it 
is time for a fundamental rethinking of what DHCs can reasonably and effectively 


be asked to do within the resources that they have been allocated. 
Long-Term and Systematic Planning 
Short-term planning and ad hoc responses to crises have not worked satisfactorily. 


There should be a continuous planning process to ensure that adequate treatment is 


available to meet the needs of people with ESRD. In fact, the nature of kidney 
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disease, in which the progress and treatment needs of patients are highly 
predictable, makes health care planning far easier than for many other conditions. 
As so many witnesses said, there should be no reason for surprises when 
treatment facilities reach capacity. The current crisis has been totally predictable; 
just as the consequences of not expanding services now will be very clear in the 


months and years to come. 


The Committee investigated interesting ways in which such continuous and 
comprehensive planning could be carried out. British Columbia has a Renal 
Council composed of leading nephrologists, nurses, hospital administrators, social 
workers, health planners and representatives of the Kidney Foundation. The 
Council has multi-disciplinary committees that work to standardize equipment and 
supplies, approve appropriate medications (which are paid for by the Ministry), 
plan and coordinate the network of dialysis centres across the province, and 
determine the numbers of patients the various centres can handle, in effect acting 
as a resource allocation process. These are critical functions, but there is no need 
for another planning or advisory body in Ontario. Rather, such functions should 
be part of the normal responsibility of the Ministry of Health and mechanisms for 
ongoing strategic planning have to be built into the Ministry’s routine operations. 


We recommend that: 


4 The Ministry of Health develop mechanisms for disease-specific and 
needs-based planning. The officials and branches responsible for this 
planning must be clearly identified to legislators and the public. 


Witnesses called for a patient registry to help plan regional services. B.C. has 
such a registry with data on the numbers of patients at various stages of disease 
and on different forms of treatment. The B.C. registry captures a significant 
number of potential patients, pre-dialysis as well as dialysis, because it includes 
everyone who is taking kidney medications. It produces monthly projections for 


planning purposes. 


oe) 


A well-designed registry has an important potential to rationalize resource 
planning. Such registries, for cardiac care for example, have proven successful in 


Ontario. We recommend that: 


> The Ministry of Health, in consultation with the Kidney Foundation, 
specialists and other stakeholders, develop a kidney patient registry in 
Ontario. 


Immediate Expansion of Services 


Witnesses told us that the DHCs were apparently informed that there would be 
one-time funding to address immediate problems. The Ministry did not confirm 
this or provide any details of planned funding beyond saying that the Life Support 
Program would continue. We are concerned that the Committee, patients and 
providers have not been given a clear indication of the Ministry’s immediate 


funding plans and recommend that: 


6 The Ministry of Health report to the Committee within 30 days on its 
commitments to funding dialysis and related treatment in the current 
fiscal year. 

A common theme from witnesses was that the Ministry must immediately address 

existing problems of access to dialysis. Many witnesses also emphasized that the 

Ministry must not wait until the reports of the two planning studies currently 


underway to act. We agree with this urgency and recommend that: 


al The Ministry of Health act immediately to expand treatment services to 
ensure adequate and equitable access to dialysis treatment. 


We do not think that this immediate action should consist simply of funding more 
hemodialysis stations in the major urban hospitals. For one thing, this would 
leave too many people still having to travel too far for their treatment. We 
explore the potential of community-based ways to deliver more cost-effective and 


responsive care below, but we want to emphasize here that: 
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8 In its immediate expansion of dialysis treatment, the Ministry ‘of 
Health should prioritize community-based delivery and innovative 
projects. 


The Committee was greatly concerned at testimony that some home hemodialysis 
patients had to pay for their own nursing care. Aside from the fundamental 
inequity of such payments, those patients who are unable to pay could be forced 
into hospital, at considerably more expense to the health care system. We 


recommend that: 


9 Recognizing that dialysis is a medically required service as defined 
under the Canada Health Act, the Ministry of Health must ensure that 
home hemodialysis patients have equitable access to nursing and other 
services without user fees. 


Planning Into Action 


Beyond this immediate action, the reports of the two planning groups should 
provide invaluable direction to the Ministry on the development of a well-planned 
and well-coordinated system of kidney treatment services. The Ministry must 
respond very quickly to these reports by developing an Action Plan to implement 
their recommendations. It should be setting aside funds now to be able to respond 
to the reports. There is no use investing considerable energy, expertise and 
indeed money in major planning exercises if there are no resources to act on their 


conclusions. We therefore recommend that: 


10 The Ministry of Health must ensure that it has committed sufficient 
resources to be able to respond quickly and comprehensively to the 
reports of the Central East Regional Dialysis Committee and the 
Working Group on Renal Services. 


We have made a series of recommendations to improve access to dialysis in the 


short-term and to improve mid and long-term planning. We now want to clarify 
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how the various levels of planning and action we have called for can be effectively 


coordinated and integrated. 


@ We see a pressing need for an immediate expansion of treatment services 
in response to existing problems. We have called on the Ministry of 
Health to act at once. 


e The two planning projects underway can best be seen as mid-term planning 
exercises that will recommend more effective ways to organize kidney 
treatment services in the province. We have emphasized that these two 
efforts must be well coordinated and that the Ministry must be prepared to 
respond quickly to their recommendations. 


e We have also emphasized that there needs to be a permanent mechanism to 
ensure that planning is continuous. To that end, we have urged the 
government to clarify responsibility for disease-specific needs-based 
strategic planning within the Ministry. 


Community-Based Delivery of Kidney Treatment 


Witnesses emphasized that various alternative means of delivering care have the 
potential to be both more cost-effective and more responsive to consumer needs 
and preferences than hospital-based dialysis. For example, we heard clear 


evidence that: 


e home hemodialysis is cheaper to provide than hospital-based; 


® self-care hemodialysis, in which patients insert their own needles and 
operate the machines, is also cheaper than the intensive assistance provided 
in full care hemodialysis. Self-care can be performed in one’s own home 
or in facilities such as satellite centres. 


& CAPD, an easily learned form of peritoneal dialysis in which patients 
change their own fluids, is cheaper again; 


e CCPD is another form of peritoneal dialysis in which a patient’s blood is 
cleansed by a cycler machine, generally while they sleep. This disrupts 
people’s lifestyle far less and the machine can be specifically programmed 
to meet individual treatment needs. - 
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Just as the modalities of treatment can vary, so too can where and how treatment 


is delivered. 


e Satellite units are considerably cheaper to establish and operate than full 
nephrology divisions of tertiary hospitals. These units can be part of 
regional or community hospitals, other health care facilities or set up on 
their own. : 


e Clinics under the Independent Health Facilities Act can also be cheaper. 


The key variable in terms of resources here is that the community-based forms of 
delivery do not need the numbers of nurses and other qualified personnel or the 
investment in technology of the tertiary hospitals. From the individual’s point of 
view these forms of care are often located in one’s home or in more local 
facilities, cutting down the burden of travel. They also allow people to take more 
responsibility for their own care. We were very interested in research conducted 
by Kingston nephrologists that found that enhancing patient control and autonomy 


is an important factor in successful medical outcomes. 


We were impressed by witnesses who argued for flexible configurations of care. 
For example, one current problem is that some patients may not be able to 
perform all the facets of self-care by themselves, but do not need the full 
assistance provided in hospital units. We support the suggestions of some 
witnesses for intermediate levels of care and assistance. There are many ways in 
which such flexible assistance could be provided. For example, nurses could 
assist patients in self-care home hemodialysis on a part-time basis. We applaud 
the efforts of providers such as St. Joseph’s Hospital in Hamilton, who established 
a unit that offers the full spectrum from self-care to total care to accommodate 
patients’ varying capacities and preferences. Again, we were interested in 
innovations in other provinces: Nova Scotia is conducting a pilot project with paid 
non-professional helpers for home hemodialysis patients and B.C. has community 


dialysis nurses who visit people in their homes. 
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The policy goal here should be to create a continuum of care, from the relative 
autonomy of self-care, through various levels of assistance with procedures, to the 
intensive specialized assistance available in hospital units. This continuum 
highlights the importance of consumers being able to choose the form of 


treatments most suited to their capabilities and situation. 


And this brings us to a crucial related qualification. We know that self-care or 
home hemodialysis or the various forms of home-based peritoneal dialysis are not 
medically appropriate for all patients. In addition, many who begin on a less 
intensive form of treatment or in their home or a satellite may require hospital 
hemodialysis at some point. For one thing, this means that even with an increased 
emphasis on more community-based delivery of dialysis and related treatment, 


there will still need to be sufficient hospital hemodialysis. 


Within the fundamental principles of medically appropriate treatment and 
consumer choice, we think that more cost-effective ways to deliver treatment that 
can be provided closer to where people live must be prioritized. We will not 
produce a recipe for the balance between home or hospital dialysis, between 
satellite units and home care, or between clinics and satellites. In fact, we think 
that the best mix of services and facilities can most appropriately be determined at 
the local and regional levels. Communities should be able to decide the most 
appropriate arrangement to meet their specific needs. For example, residents of 
one town may prefer to establish facilities in their community hospital as a satellite 
of a regional hospital, while those in another municipality may wish to encourage 
an independent clinic. Good regional planning will, of course, be necessary; there 
will need to be a certain number of patients in a town or area before it is effective 


to establish satellite or clinic facilities. 
Continuum of Care -- Network of Services 


What we envision is not simply a continuum -- in the sense of the full spectrum of 


care and services that people with ESRD need -- but a network -- such that the 
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range of services available in particular areas is well planned and coordinated. 
For example, clinics and satellite units must be hooked into tertiary hospitals and 
specialists. Patients providing their own care at home must be able to quickly call 


for assistance and advice should problems develop. 


The goal should be to ensure that the full continuum of community-based 
treatment services is equitably available across the province and that the particular 
configuration of services can be tailored to meet local community needs. One of 
the major obstacles to meeting this goal has been inflexible funding mechanisms. 
For example, we were told of the apparent anomaly of a number of people in a 
small town all having their own hemodialysis machines which sit idle much of the 
time, while others who had to travel long distances to hospitals could have been 
using those same machines. There is no incentive for a hospital to consolidate 
those machines and provision by setting up a small satellite centre. There is no 
clear responsibility on anyone else to consider or advocate such an option. In — 
pursuing the community-based direction we have outlined, the Ministry will need 
to carefully consider how to eliminate such disincentives to rational planning and 


delivery. We recommend that: 


11 The Ministry of Health fund and encourage a broad spectrum of 
community-based facilities and services, from satellite centres, clinics 
under the Independent Health Facilities Act, to home care. It will need 
to ensure that funding mechanisms are sufficiently flexible to 
encourage innovative community-based approaches. 


More Cost-Effective Use of Resources 


Witnesses made a number of practical suggestions on how care could be provided 


in a more cost-effective manner: 


e using technicians, nurse practitioners and other less skilled personnel 
where appropriate; 


e using dialysis facilities overnight; 
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e reusing dialyzers; and 


e bulk purchasing and standardized equipment. 


It is not for us to comment on the technical feasibility of such suggestions. But 
they do indicate that savings can be achieved in diverse ways within the existing 


system and they all should be explored. We recommend that: 


12 The Ministry of Health explore innovative means of providing dialysis 
and related care in the most cost-effective, environmentally responsible 
and efficient way. 


Increased Numbers of Transplants | 


Many witnesses, including the Minister of Health, agreed that transplants can be 
the most appropriate form of treatment for many patients and that increasing the 
number can take pressure off the demand for dialysis. Transplant rates in Ontario 
compare favourably to other jurisdictions. Nonetheless, many witnesses stressed 
that higher numbers were needed and we heard many concrete suggestions on how 


this goal could be achieved. 


e §86We support the efforts of MORE to facilitate increased donations through 
its computer matching system, regional coordinators and physician 
education program. 


Physician education may not be enough. We were told that there has been a 
collective failure of leadership and serious institutional barriers to increasing the 


numbers of transplants. 


e Witnesses argued that hospitals, physicians and others in the health care 
system must play a far more direct role in identifying possible donors, 
counselling families and guardians, and prioritizing transplants within 
hospital resources and operating room time. 
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° At the very least, disincentives must be removed; a 
recommendation to reduce physicians fees for transplantation is 
apparently being considered by the Ontario Medical Association 
and hospitals are not fully reimbursed for the costs associated with 
transplant surgery. 


e More positively, incentives could be explored. A number of 
witnesses pointed to the Quebec model in which hospitals are 
financially rewarded for identifying and performing transplants. 


e Other witnesses called for vicarious donor pools, not unlike the existing 
bone marrow registry, to encourage living donations. 


e Several witnesses expressed concern that the existing system in which 
consent for organ donation is indicated on drivers licenses was not 
considered binding by health care institutions. Some suggested that the 
concept of ‘presumed consent’ -- in which it is assumed that permission for 
organ donation has been granted unless otherwise indicated -- be explored; 
while others stressed the idea of ‘mandated choice’ -- that is, that a person 
was required to make an explicit choice on the form. MORE preferred 
using health cards rather than drivers licenses. 

Again, we do not have the expertise to determine which of these options is most 

effective and practical. But they and, no doubt, other directions should be 

explored. Increasing the number of transplants performed must be an urgent goal 


of Ministry policy. We recommend that: 


13 The Ministry of Health explore means of increasing the numbers of 
kidney donations. 


Long-Term Directions 


We have made a range of recommendations on how to improve access to dialysis 
and related treatment immediately and in the years to come. The most 
fundamental policy goal of all, of course, is to reduce the numbers of people who 
will be requiring treatment, to reduce the incidence of End Stage Renal Disease. 
We heard many valuable suggestions on how this could be achieved through 
preventive health programs, especially concerning diabetes, enhanced research, 


and so on. We urge the Ministry to carefully consider these suggestions and 
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others they will receive from the two strategic planning projects. We recommend 
that: 


14 The Ministry of Health integrate long-term policies to prevent chronic 
kidney disease into its overall health promotion goals and practices. 


ao 


SUMMARY OF RECOMMENDATIONS 


To summarize, the Committee has recommended that: 


1 


10 


11 


The Ministry of Health respond to the Standing Committee on Social 
Development within 30 days on how it will ensure that adequate 
coordination takes place between the Central East Regional Dialysis 
Committee and the Working Group on Renal Services. 


The government take into account the resources and capacities of 
District Health Councils to conduct complex strategic planning before 
assigning new projects to them. 


The Ministry of Health explore other planning models for particularly 
urgent and complex issues. 


The Ministry of Health develop mechanisms for disease-specific and 
needs-based planning. The officials and branches responsible for this 
planning must be clearly identified to legislators and the public. 


The Ministry of Health, in consultation with the Kidney Foundation, 
specialists and other stakeholders, develop a kidney patient registry in 
Ontario. 


The Ministry of Health report to the Committee within 30 days on its 
commitments to funding dialysis and related treatment in the current 
fiscal year. 


The Ministry of Health act immediately to expand treatment services to 
ensure adequate and equitable access to dialysis treatment. 


In its immediate expansion of dialysis treatment, the Ministry of 
Health should prioritize community-based delivery and innovative 
projects. 


Recognizing that dialysis is a medically required service as defined 
under the Canada Health Act, the Ministry of Health must ensure that 
home hemodialysis patients have equitable access to nursing and other 
services without user fees. 


The Ministry of Health must ensure that it has committed sufficient 


resources to be able to respond quickly and comprehensively to the 


reports of the Central East Regional Dialysis Committee and the 
Working Group on Renal Services. 


The Ministry of Health fund and encourage a broad spectrum of 
community-based facilities and services, from satellite centres, clinics 
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under the Independent Health Facilities Act, to home care. It will need 
to ensure that funding mechanisms are sufficiently flexible to 
encourage innovative community-based approaches. 


12 The Ministry of Health explore innovative means of providing dialysis 
and related care in the most cost-effective, environmentally responsible 
and efficient way | 


13 The Ministry of Health explore means of increasing the numbers of 
kidney donations. 


14 The Ministry of Health integrate long-term policies to prevent chronic 
kidney disease into its overall health promotion goals and practices. 


Finally, we think a comprehensive and integrated approach is needed to solve the 
current problems of access to kidney treatment and to develop equitable and 
effective long-term solutions. Our recommendations have called for many specific 
changes, for systematic and continuous strategic planning, and for the 
development of a full continuum of treatment services for those with kidney 
disease. We think these recommendations should be seen as an integrated and | 
comprehensive package. We hope that the Ministry will respond in an equally 


comprehensive fashion. Our last recommendation is that: 


15. +‘ Under Standing Order 37 (d), the Standing Committee on Social 
Development is calling on the Minister of Health to respond to this 
report in a comprehensive fashion within 120 days. 
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APPENDIX A | 


Dissenting Opinion from the Liberal Members 





Members of the Liberal caucus who participated in the hearings with respect to 
Dialysis Treatment in Ontario, and in the drafting of the report by the Standing Committee 
on Social Development, and concur in its findings, want to add specific comments and 
recommendations to the substance of the report. 


We were shocked to hear the Minister of Health tell the Committee that current 
measures mean "we are actually staying ahead of growth in patient numbers", a statement 
that every analysis of current data shows is incorrect. In fact, Ontario is at present 
Staying barely even with the need for new dialysis services, and in some parts of the 
province has already fallen behind. Whether the Minister wants to admit it or not, we have 
a crisis in the availability of services that must be dealt with on an urgent basis. 


The Minister cannot afford to wait for longer-term reports, and must immediately 


a) set up a “crisis committee" that will specify an interim implementation and action 
plan to ensure that those who are appropriate candidates for dialysis will have 
access to dialysis services, and determine funding requirements to meet 
immediate, short-term crisis needs, and 

b) commit funding to ensure that those needs are met in the most appropriate 
manner. 


In the absence of doing so, the Minister has no alternative but to establish guidelines 
and make these known to the medical profession and to the public on the basis on which 
dialysis will be made available to Ontario citizens, and whether these services will be 
restricted by age, by geographic area, by multiple symptoms, or other criteria. 


Over the longer term, we are convinced that the Minister must establish a permanent 
central "network" of major stakeholders, including professionals, facilities and consumers, to 
co-ordinate a provincial strategy and set standards for the entire spectrum of dialysis and 
transplantation services, including early diagnosis, treatment, rehabilitation and support 
services. Second-tier regional networks should implement that plan according to regional 
needs. Life support funding must be predictable, based on a multi-year approach to ensure 
stability, and take into account growth in end-stage renal disease; incentives must be 
provided to ensure the most effective and cost-efficient care, including training, modified 
forms of self-care, and the appropriate regional delivery of services. Major steps must be 
taken to encourage an increase in kidney transplantation, including necessary changes in 
incentives to hospitals, education of the public, and provincial law. Further, the serious 
fragmentation of divisions of the Ministry of Health in dealing with kidney disease must be 
addressed on an urgent basis. 


ee 


The District Health Council process is not appropriate for such specialized planning, 
which extends beyond a regional base, and which requires sophisticated needs-based analysis, 
disease prevention mechanisms, intense patient involvement and outcomes measurement. We 
recommend the increased participation of the academic health science centres in co-ordinating 
and implementing such a strategy. 
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APPENDIX B 


STANDING COMMITTEE ON SOCIAL DEVELOPMENT 


Schedule of Hearings 
Monday, 11 April 1994 
3.30 p.m. Dr David Mendelssohn, 


Nephrologist, The Toronto Hospital, Toronto 


Jackie Archibald, 
Coordinator, Critical Need for a Dialysis Centre in South Simcoe County 


Isabelle Bates, 
President, South Simcoe Chapter, The Kidney Foundation 


Colleen Roth 


Dr Ted Toffelmire, 
Nephrologist, Kingston General Hospital, Kingston 


Tuesday, 12 April 1994 


3.30 p.m. From The Kidney Foundation of Canada, Greater Ontario Branch 


Catherine Johnston, 
Chairperson, Ontario Government Relations Committee 


Janef Bick, 
Provincial Advocacy Coordinator 


Dr William McCready, 
Director of Nephrology, McKellar Hospital, Thunder Bay 


Dawn Evans, 
Program Manager for Renal Services, Kitchener-Waterloo Hospital, 


Kitchener 


From the Scarborough Renal Dialysis Working Group 


Dr Robert Ting, 
Nephrologist, Scarborough General Hospital 


Dr William Berry, 
Nephrologist, Centenary Health Centre 


Keith Spiegelberg, 
Vice-President, Finance, Scarborough General Hospital 


Jagsarran Beechan 


From Dialysis Management Clinics Inc. 
Carole Holtzer, President 
Igal Holtzer, Partner 
Noel Egguera 


Dr Edward Cole, 
Director of Renal Transplantation, The Toronto Hospital, Toronto 


Monday, 18 April 1994 


3.30 p.m. From the Central East Region Review on Dialysis Services 


Lyn Linton, 

Chair, Steering Committee 
Graham Constantine, 

_ Executive Director, York Region District Health Council 


Dr George deVeber, 
Medical Consultant, Baxter Corporation 


Mae Katt, 
Vice-President, Northern Diabetes Health Network 


From the Ontario Medical Association, Section on Nephrology 


Dr Peter Blake, Vice-President 


Dr Eli Rabin, 
Senior Nephrologist, Ottawa Civic Hospital, Ottawa 


From the Multiple Organ Retrieval & Exchange Program of Ontario 


Cheryl Rosell, Executive Director 


Dr Arthur Shimizu, Nephrologist, St Catharines 


Tuesday, 19 April 1994 


3.30 p.m. 


Dr Calvin Stiller, 
Chief, Multiple Organ Transplant Service, University Hospital, London 


Dr Michael A. Singer, 
Head, Division of Nephrology, Queen’s University Department of 
Medicine, Kingston 


Dr William F. Clark, © 
Chairman of Division of Nephrology, Victoria Hospital, London 


Dr David Churchill, 
Director of the Division of Nephrology, McMaster University, St Joseph’s 
Hospital, Hamilton 


y 


_ Nancy Abbey, 


Business Development Manager, Renal Division, Baxter Corporation 
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